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PROVISION OF SERVICES TO HANDICAPPED INFANTS AND
TODDLERS WITH DEVELOPMENTAL DELAY:
THE HEALTH PERSPECTIVE ON RESOURCES

Patricia Fullagar, Conieth Crotser, James Gallagher, Frank Loda,
and Theresa Shieh

Introduction
The follow'ig paper on the issue of national in scope. Each of these themes is
resources that are needed both by infants presented in a brief report.
and toddiers who are disabled and by their
families emerged from an exploratory study Background
conducted by the Carolina Policy Studies
Program (CPSP) on the impiementation of Community-based care is a primary
Part H of IDEA (formerly P.L. 99-457). objective of Part H of IDEA. Communily-
based services increase the potential for
The Carolina Policy Studies Program equity of access by all who are in need ot
held a serigs of focus group discussions with specialized care (Schorr, 1986) and
health professionals in five states. The continue the trend toward decentralized
states (Colorado, Hawail, Maryland, North care (Hutchins & McPherson, 1991). Yet, as
Carolina, Ohio) were selected for their Hutchins and McPherson (1991) noted,
geographic and cultural diversity and necessary resources that include social
leadership shown by policy makers and services (6.g., housing, nutrition, home-
service providers in meseting both the needs based and center-based programs), in
of chikiren with disabilities and the needs of addition to heatth and mental health care, are
their families. Health professionals wene not readily available at the community level.
nominated in each of the states through
recommendations of professionals and The community-based, direct
parents who were involved in programs for seifvice, health-care providers with whom we
young children with handicaps. Those who met devoted more time fo the description of
were recommended wers invited to difficulties with availability and accessibility of
participate by CPSP staff in focus group resources than to any other topic. This
sessions. Thu meetings were open-ended, report shares a summary and synthesis of
and CPSP staff encouraged the their descriptions.
presentation of all significant issues related
to provision of services. A court reporter Eindings

recorded and transcribed each discussion.
Many of the infants and toddiers

Out of these open-ended who are identified as having deveiopmental
discussions emerged several themes that delays have significant medical
seemed to have direct bearing on policy requirements, as weil. Some of these very
implementation in the states. The topics on young infants and children will be, in fact,
which the discussions focused transcended characterized as medically fragiie, and may

state and regional boundaries and were
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interviewed conveyed a clear and distinct
message. Many chiidren who are being
served today by human service providers,
inciuding health care providers, require iong-
term care, and that care must include
attention to the overall development of the

education, assistance with transportation,
attention to other family members and issue
or concems, as well as help with finances.
Issues of availability and competency ot
service providers; programmatic availability,
quality, and accessibility; and

structures to diverse human needs were
broad themaes that emerged ¢ om these
discussions.

Human resources. During periods
of time that infants or young children with
developmental delays are medically fragile
and require acute medical attention,
professional resources are available ina
tertiary-care center.

it's a university-aftiiated
program ... that [is] a major
provider of services ...
dedicated toward severe

14t is estimated that nearly all infants in the
group, birth-to-three meonths, who can be
identified as developmentally delayed, also
will be considered to have significart medical
complications and, perhaps, to be medically
unstable or fragile. if the entire Pant H
population is considered (children, birth-to-
three yaars, v.ho are developmentally
delayed), then the percentage likely is quite
small. Present st~istics on this population
do not permit a fine-grained estimate.

C

Health care providers expressed confidence
about the quality of medical care provided in
thess centers. (t is important o note,
howeaver, that these same providers
expressed considerable concem for the
overall development of the child and for the
of a reiationship between the
family and the child. The concem for overail
development inchsded the desire to see the
child enter the home and community-based

setting as quickly as possible.

The discharge from a tertiary-care
facility often was delayed, however, by the
lﬁ(o; available community-based care for
the child:

... we sxper.t that child 10 go
home ... three counties
away ... in a very fural area.
A child who needs not only
nursing care ... because of
having a tracheotomy ... and
an endotracheal tube that
needs suctioning ... but
comprehensive care with
physical therapy, speech
therapy. (Pediatrician in
private practice)

The solution to the problem of locating
competent and appropriate community-
based medical services most often seemed
fo be a funclion of an informal network
among professionals:

The ... tertiary care nui. wies
will not discharge a baby
without having identified a
care provider back in the
home town. and we're
asked often.... Most of us
have the beneiit of training
in-state.... It's easy 10 pick
up the phone and informatty
ask. (Pediatrician in private
practice)

Only occasionally was a systemic approach
mentioned, and it was often a community-

based system rather than a more
comprehensive one such as a system that
included a region or a state:
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medically stable. Either specialists were nol
avdmmmwmmmormeh
training was not to the particular
needs of infanis and toddlers:

There are only a certain few
of those super specialists ...

There are, in fact, only a relatively
smal number of medical trained in
the care of these children, and, these
praciitioners are concentrated in teaching

They discussed the turmn-over among such
personnel

Children's services do not
payaswe!asmwul-
oriented services,
particularty physical therapy .
And so it's hard to attract
people to some of our
needs. (Developmental

in aclincwitha
focus on developmental
disabilities)

and the concomitant difficully in evatuating
the need for speclaﬁzedsewbasandmamy
o!earapmvi&dinamedheanhand non-
medical areas:

What are the resources in

hospnaisardtemafycaretadmies. In some my area and where does this
instances, medical teams child need to go and then
traveled to local communities: how do | help make
he team [neonatologist dedsme There arenta
' whole lot of pediatricians
orthopedist, etc.] comes out and family practitioners who
1o the community hospitais know a whole lot about
on a reguiar basis ~ whether this child ngeds
quarterly, | guess. And you therapy of
have an nity o occupational therapy
discuss lssues ... with the (Pediatrician in a rural public
neonatologist who you've and migrant health
spoken to on the phone. department)
(Pediatrician in private
pracit) et wondoring how
n
Outreachcomumnbymcﬁcalspecialists much does this {child] need.
1o community-based physicians did not ... 'm not sure how much
seem 1o be widespread, however. physical therapy a child

really needs. | donl know.
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disappear at times. In addition, there is a
high of turnover among
individuals filling these positions. In fact, the
discussions suggested that these problems
may be two facets of a single issue that is
directly related to financing and indirectly
related to lower professional status.

Concern was expressed repeatedly
in the focus groups for the overall

deveiopmen of the chiid, the family, and the
relationship between the child and the
family. Knowing where fo refer families and
how to evaluate the quality of non-medical
professionals, in addition to the overall
aviilabiiity of these professionals, were
topics addressed in the discussions.

Programmatic resourcas. Children
with developmantal disabilities require
complex programs for treatment and
evaluation, as well as highly skilled
professionals to staff those programs. Many
of these children require multiple types of
sefvices, and comprehensive approaches
ihat encompass physical, emotional,
developmental, and family needs. Although
such programs were available in many areas,
they were not universally availabie.
Moreover, issues of affordability and
accessibliity were frequently raised.

Tha health care proviiers spoke of
the need for community-based programs
that offered a wide armray of services, and
altemative modeis for providing care:

Let's look at another model,
the modei of ihe public
school system ... [where]
more and more services
[are] provided: hearing

Many families wish home-based treatment
programs for their iniant, wheseas others wiil
want conter-based programs. And, akhough
center-based programs can provide families
with much needed refief from the constam
demands of care and can facifiate parental
involvement with the other demands of daily
fiving (e.g., other family members,
empioyment, recreation and relaxation),
there exists the potential for reduced
parental decision-making and involvement
with their child who is disabled or delayed:

That creates the same

m of services
provided in the school, and
that is that you erode the

private, not-for-profit, child
advocacy group)

The need for programs that couid provide

respite care was aiso frequently voiced by
these .-aalth care providers.

The provision of respite is
one of the issues. Families
becom» house bound for
two years after a high risk
preemis come home from
the NICU {Neonatal
Iintensive Care Unit]. (Nurse

in a community hospital)
if there's a good supporting

unbearable. {(Family practice
physician in private practice)



Evenwhen were availabila,
there often were walting periods of six
months to @ year. This that levels
of funding and/or levels of staff
were not adequate to meet the demand for

| think the most significant
barrier ... is the waling

Stnuctural resources. Ir addition to
needing human and programmatic
resources, the families of infants and
foddiers with developmental disabilities are
in need o0i accommodation from a variety of
sociatal structures. The health care
providers who were invoived in this study
specificaily raised issues associated with
insurance coverage and transportation.

Medical insurance companies,
including Medicaid, place restrictions on the
care that can be provided to these families
and their children. For instance, fimitations
can be placed on parental presence and
attention to their seriously il chiia.
Moreover, reduced parental can
result in parents being asked 10 sign blanket
permission for medical procedures, thus
reducing parental involvement in and control
over critical decisions:

... the deal we struck with
this mother who couidn’t
stay in the hospital any
longer because Medicaid
wouidn?t aliow her was that
she would go home having
given us psrmission to do
the [blood] exchange
transier in the middie of the
the wﬂ?nytm nt
cops we
wrong. (Pediatrician in a
community hospital)

Many problems that result in delayed
development are not covered by medical

insurance, or there is a considerable lack of
consistency in what is covered among
insurance companies, including Medicaid:

....jot's say a child has some
delayed speech. ... if | can
say that {the) delay is due to

Ot critical importance is the inability to
receive reimbursement for non-medical
sorvices. This includes efforts of
professionals to assist the family with
coordination of care:

it's my strong contention
that child health associates

posiiion (than pediatricians)
fo do a iot of this other stutf

(service coordination) ...

[but] they're not

reimbursable. (Pediatrician

in private practice)

Transportation emerged from the
focus discussions as a major concem, as
weil. It can hive a significant impact on the
care received by the chikd and the family.
Many sefvices needed by young children
with developmental delays are available only

inurban areas or associated with tertiary care
centers. Not all families have dependabile or
readily accessible transportation:

... ali over [our state]

transportation is a temrible
where nothing Is closer than
20-some miles, ... | mean
driving 40, 50 miles ... is
nothing ... oryou five ina
clty that has seriously
marginal public
transpontation service.
(Pediatrician in a community
hospital)



{1t] takes an hour and a halt
on a good day and three
bus transfers o come in and
5886 your preemie baby:
therefore jthe mother)
(Pedmmh'

a community
hospital)

Such factors have an impact on the
accessibility of care, as well as on the quality
of the care that is provided.

Sumimary and Discussion

infants and toddiers with
developmental delays and their tamilies are
in reed of a wide amay of resources, which
can include the use of sophisticated medical
technology and procedures over a long
period of {ime. Concomitantly, these infants
and young children are developing
inteflectually and sociafly. They and their
famifies, moreover, are in the eartiest stages
of developing an interactive parent-child
relationship. Resources that are diverse and
provided in a fiexible manner in onder to
accommodate tre many needs of families
are in great demand, but presently are in
short supply. Resources are needed at the
community level in order to maximize the
development of children and families in the
most normal way possible. However, the
distribution ot resources presently is highly
unsven, which contributes 10 a considerable
inequality of accass to services for many
chikdren and families.

The physicians and nurses who
contributed their experisnces and ideas to
this exploratory study spoke at length on the
shortages and uneven distribution of
appropriately trained personnel who were
needed to provide health and other human
services. An eartier study conducted
through the auspices of the Carolina Policy
Studies Program (Yoder, Coleman, and
Gallagher, 1990) documented severe
shortages of personnel among the allied
therapy and Spesch patiowgY 1180k o

. Infact, as
Yoder and his colieagues discussed the
present personnel shorlages, they
described a scene that is rapidly growing
more critical as the demand for highly skilled
personnsi outstrips the supply. Personne!
in heatth, allie- heatth, education, and social
services are r.eed by our nation’s youngest

~}

citizens and families attempting to care for
these most vuinerable children are in dire
need for increased support.

The health care providers with whom
CPSP met to gather the iformation for this

previously documentad ( Citon
mented {e.¢g., ,
Kates, Black, Ecidand, & Bemier, 1991).
Ciifford and his colieagues noted that
administrative personne! must remain
constantly vigilant in order to kaap up with
changes in tha regulations issued by private
insurance companies and by Medicaid.
These ressarchers also observed that "it is
not unusual for personnel to spend a year or
mone working on access 1o a single source”
{Clitford et al., p. 2).

The problems associated with
insurers are only pan «f the overall issue of
financial support for ser ices that are called
for by Part Hof IDEA. States are
experiencing severe difficulties in providing
the financial resources that support human
service programs and personns! (Clifford,
1991; Clitford et al; Kates, 1991).

.
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Resource distribution. The findings
in this report are in concert with the generally
recognized problems related to me
distribution of highly trained medical as well
as non-medical human service providers.
Some states attempt to address this issue by
sending teams of medical a2y aified heath
personnel out from tertiary-care or teaching
hospitals to remote or rural sections. These
teams rotate among specific locales on a
reqular basis, resulting in times when highly
skilled professional care is not readity

. accessible to families. in addifion, there is

rotation among the individuals who form the
teams. Families and their chikiren may
receive care from highly skilled
knowiedgeable professionals, but the care
often is provided by an ammay of individuats
who are filing a professional role. This ‘ack
of continuity leads to disruption in the
building of a strong relationship britween

N U]
communicatza. When health-care providers
reported that they havs difficulty
determining the type and quality of non-
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madical intervention that is needed by
chikiren and famities, issuss related to

among professionals may be implied. For
instame a recent report (Pear, Brown, &
Myers, 1990) on a modei system that was
developed to provide transition from a
neonatal itensive care unit (NICU) to

developmental needs assured successiul
muitidisciplinary communication. This
facilitated mutual respect for probiem-solving

students in health-care education (medical
and nursing students) and by post-
graduates (residents) could serve to expand
their awareness of the contributions of other
types of professionals. Of course, it is
equally essemial that those in allied-health
and other non-medical (e.g., education,
social work) programs receive simiar
experiences.

Eipancial support. Without
adequate financial support, shortages in
personnel and programs that respond to the
challenges of Part H of IDEA will continue.

Clifford and his colieagues (1891)
recommended that Medicaid coverage be
available for all Part H services, regandiess of
family income. This means that as each state
implements Medicaid. & should slect to
provide coverage for non-medical services,
such as service coordination or educational
intervention, as well as for medical care, as
sgveral states have done. in addition,
coverage for shouid be
universally extendsd. Personnel and
programs fikely will continue to be
concentrated in locations with a high

density. Therefore, many
families wiil continue to experience a
decreased level of access 10 necessary
servicas. Coverage for transponation costs
incumred in gaining access wouid amefiorate,
although not solve the problems associated
with transportation and the unequal
distribution of personnel and programmatic
resources.

Additional financial resources, which
could be made available by allocating a
portion of all federal funds affecting children
for Part H services (Clifford et al., 1990),
including private and public insurance, are
crucial to the implementation of Pan H of
IDEA. It is essential that all other resources,
personnel and programmatic, rest on a firm
financial base.
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